Aim: The problem of family care for people dependent on another person has only recently become a focus of research. As demand for health and social services has not been adequately met by public service providers, growing attention has been given to informal care and the integration of families within systems of health and social care at the community level. This paper presents the results of a survey on informal carers' views and opinions under the current conditions of social support in the Czech Republic. The survey was based on theoretical concepts of caring societies, deinstitutionalization, refamilization, and integrated community care, and aimed to shed light on caring families' experiences and needs in the Czech Republic.
INTRODUCTION

Concept of Caring Society and Continuity of Care
In this era of demographic ageing, one of society's challenges is how to care for those who are dependent on others due to physical or mental illness or disability. The development of formal care in many countries over the past decades has given rise to a process of defamilization and the replacement of informal care within the family by care within institutions (1) . This process had several aims, one of which was to reduce the housework burden of women and to strengthen individuals' independence from their family; at the same time, the role and responsibilities of the welfare state increased in the field of care for older adults. Institutional care substituted home care where families were least able to provide it, whether due to fragile interpersonal relations or weakened physical capacity. These changes went hand in hand with value shifts in modern society connected with valuing more women's work and their right for equal pay (2) . Conflicts between an individual's professional role and his/her role as family carer, the roots of which lie in the deep (emotional) relations between close family members (3) , further contributed to this process of defamilization.
Since the 1960's, the negative impact of institutional care on individuals, both service users and personnel, has been studied and described by Goffman (4) and other scholars (5) (6) (7) . Institutional care for older adults has its limits and cannot fully substitute the natural human community of the family home. As a result, the institutional model of care for seniors is now gradually being replaced by systems of support designed to maintain individuals' autonomy and independence in the natural environment as long as possible, in which formal/institutional care and informal care provided by the family supplement each other in integrated practice. Care is not provided by the family alone, but supported adequately by an integrated system of health and social services. This change of perspective has been called refamilization (1, 8) . Another related theoretical concept is that of the person-centred continuum of care (9) . According to this model, service users can obtain the service they need at any time and in any situation. The management and coordination of various types of services and collaboration between households and in-patient and out-patient health and social services is thus of key importance (10, 11) . Community involvement is fundamental for creating the right conditions for independent living, social inclusion, de-stigmatization, intergenerational cooperation and understanding. This multi-dimensional and multi-sectorial perspective characterizes today's "caring society" (1, 2) . Cooperation between professional services and family carers and provision of support services to family carers are perceived as important factors in the prevention of burnout syndrome and the maltreatment of older adults in the family settings (12) . Presumably, this is a key model for preventing the premature institutionalization of older adults in long-term hospitals or caring facilities. Nowadays, informal care is recognized as an important economic resource all over the world in the category of unpaid work. However, despite the support provided to informal carers in many countries, it remains difficult to reconcile work and caring responsibilities, which results in a higher risk of poverty among informal carers (13) .
Situation in the Czech Republic
In 2001, the most important factors that influenced family carers' decisions not to continue providing care, and to move the cared-for person into a care institution in the Czech Republic were: providing care reduces the carer's chances of being (or remaining) employed (34%); the carer has insufficient skills to provide the specialist care required (33%); caregiving takes up too much time (20%); the care recipient requires live-in care (16%); the care represents too great psychological or physical burden (15% each, together it makes 30%). This was mirrored in the feelings of those receiving family care, who did not expect their children to leave their employment in order to care for them. When they encounter a situation of reduced self-sufficiency, the survey found that members of the older generation (60+ years) would prefer to move to a care facility (14) , while the priority of the middle generation (45-59 years) is to stay in their own household (15) . By 2013, however, nearly 80% of the representative sample of the population surveyed wished to die at home, while only 9% of respondents preferred to die at a care facility and 11% in hospital. In case of serious illness, as many as 88% of respondents would prefer to receive care within the family rather than professional care in an institution (16) . On the other hand, Czech families are generally inexperienced in care: 78% of Czech households had no experience of caring for an elderly person in the last 5-10 years (17) .
In line with current Czech legislation (18) , various forms of services exist that can be used by caring families. The only service directly designated for family caregivers is respite care. Caregivers may choose between field, ambulant and institutional forms of respite care, such as home help and home assistance, day centres and short term residence of the dependent person at a caring facility. The Act on Health Services (19) further stipulates that health care may be provided in the patient's homes, in the form of home nursing care. Family caregivers can obtain specific information and advice via various websites, and may visit contact centres run by non-governmental organizations such as the Czech Alzheimer Society and the Diaconia of the Evangelical Church of Czech Brethren (ECCB). As part of the "Care at Home" project, numerous training materials have been published and a series of courses has been offered to family caregivers all over the country. A new care coordinator was also piloted at some hospitals to provide support to caregiving families when their family member was discharged from hospital.
Despite all these opportunities, recent research has shown that informal carers feel they receive little support from the public authorities in the Czech Republic (11, 20) . They report a number of essential problems connected with informal care.
Firstly, financial support for informal care in the Czech Republic is limited and does not cover all caregiving families' needs. There are three forms of financial support available, the first and most significant of which is the care allowance provided to individuals who are dependent on others. The value of this allowance varies according to the individual's level of activity limitation, classified in four bands. The eligible individuals can use it to pay for professional care, such as help at home, day centre or residential home, or may give it to their family caregivers as compensation for their time and effort. Secondly, the state covers compulsory health and social insurance contributions for informal caregivers, in accordance with the law on public health insurance and social insurance. Thirdly, additional contributions towards living costs and mobility expenses are available to disabled persons. All these payments from the state form important living resources for caring families, but still fall short of meeting their needs, making finances one of the greatest barriers to informal caregiving. Research conducted by the National Continuing Education Fund (20) has shown that 40% of care-giving families have serious financial difficulties.
The practical possibility of providing informal care is also substantially affected by the caregiver's employment situation: many employers do not provide sufficiently flexible working arrangements (such as part time or flexible hours) to enable family caregivers to retain their employment while caring, and the chances to return to the same position with the same employer after a period of caring have also been shown to be slim (20) . There are regional variations in accessibility of services (21) . Informal carers do not usually have enough information, skills or support to effectively identify the social and health services they need (11) . Moreover, there are long-term problems in the coordination, accessibility and continuity of health and social care (11, 21) . Community-based services are not yet fully developed in the Czech Republic, and the system does not yet work well. Community-based services like home care, home help and home assistance, day centres, small housing units, or sheltered housing for older people, especially those with dementia, do exist, but the extent to which these facilities are able to cooperate and coordinate their care work is very limited; for example, they are not allowed to share information on clients (11) . Hence, they are not flexible in planning and sharing care. According to other research, many informal carers feel exhausted as a result of the care burden. Health problems, social isolation, psychological and physical exhaustion contribute to the breakdown of informal care (17) . Action research carried out on informal carers for people with dementia showed that families were exhausted and felt stigmatized -they were losing their friends, feeling ashamed to go out and talk to people, becoming isolated and excluded, and losing their selfesteem and self-worth. On the one hand, they tried to carry on providing care, while on the other hand they felt anxious, helpless, and "caught in a trap" (22) . All these findings show that support for caring families, training in caring skills, support to improve informal carers' competences, psychological support and social inclusion for informal carers, as an important part of the integrated and continual system of social and health care in the community, are still missing. A network of various health and social services located and organized in the community is vital (23) .
The Aim of the Research
This research aimed to describe the situation of active family carers in the Czech Republic in 2014. The approach was based on the assumption that it is beneficial both for dependent persons and their family carers to sustain family care in their natural social environment for as long as possible. The research exercise was designed to identify the carers' needs, priorities, motivations, resources, and barriers to care in order to establish the key factors determining the carers' decisions to transfer their loved ones to institutional care, rather than continue to care for them at home. We wanted to explore the carers' reasons for continuing or terminating family care and measure their subjective levels of exhaustion. These principal dependent variables were then compared with a list of variables including the extent and duration of regular informal care, the care recipient's grade of dependence, location, and gender and age of both the carer and the person cared-for. Also, the carers' determination to continue or terminate family care was compared with the carers' subjective level of exhaustion, and the roles of the wider family and local community were studied.
MATERIALS AND METHODS
A self-administered questionnaire was used to collect the data. The questionnaire form was developed in digital and print versions. Data were collected between May and November 2014. The questionnaire was sent electronically to 724 family carers on the Diaconia of the Evangelical Church of Czech Brethren's emailing list, and the paper version was provided to participants at courses on lay care held by the Diaconia during the data collection period. The resulting sample of 200 respondents consists of 117 replies collected via the electronic survey and 83 replies collected in printed form. Missing answers below 3% are not reported, and only valid frequencies are presented in the Tables. Missing answers above 3% are reported as a separate category and included in the total replies. The statistical analysis (N = 200 respondents) was performed on the first and on the second degree of sorting through per cent and χ 2 -statistics in contingency tables. Mean values (Likert scale min 1 -max 7) in 2 dependent variables ("What do you think about continuing to care for your family member in his/her home?" and "How exhausted do you feel in relation to the care you have been providing to your family member?") sorted by selected intervening variables ( Table 2) were evaluated through two-sample t-tests or One-Way ANOVA, respectively, and alternatively by a Kruskal-Wallis test. The statistical procedures were made in IBM SPSS SW (ver. 22.0).
Our respondents were people who had been providing care for a dependent family member. The majority of the respondents (80%) were principal carers, while 20% reported that they had assisted in the care provision alongside the principal carer. Principal carers were significantly older (on average 55 years) than those who assisted in the family care (on average 46.5 years; t-test, p < 0.001). Our respondents were spread across the Czech Republic, with the exception of one region, and lived in a broad variety of settlements. In this variable we gave priority to respondents' subjective perception of their place of residence over objective criteria such as number of inhabitants. Our respondents were evenly distributed across all main categories of settlements: just over one quarter stated that they lived in the countryside (26%), 35% in a town, 27% in a city, and 12% in the capital city Prague or in one of the two large regional capitals (Brno, Ostrava).
Most carers were females (89%) and middle-aged (50-59 years). The carers' ages ranged from 21-84 years, with the mean age 53 years; male carers were on average 5 years older than female carers. To a lesser extent, females also prevailed among the recipients of care (63%). The age of care recipients varied from 12 to 95 years and the mean age was 74.1 years (male care recipients = 69.2 years, female care recipients = 77.3 years). 77% of care recipients were over 70 years old. Unlike male carers, male care recipients were on average 8 years younger than female care recipients.
Approximately half of the carers were employed or self-employed, whereas the other half were pensioners (29%), housewives (10%), or unemployed (15%). The most frequent relationship between the carer and care recipient was the child-parent relationship (51%), and from the gender aspect the most common was the daughter-mother relationship. To a smaller extent caring spouses/ partners (12.6%), caring parents (10%), and indirect relatives (11%) were involved. Only rarely sibling care was provided.
Almost two thirds of care recipients (65%) shared a home with their carers, while 30% lived independently. The various degrees of activity limitation were fairly evenly represented among the care recipients. Most were in degrees II, III or IV (24%, 22% and 22%, respectively), while the mildest level of dependency was less frequent (13%). 18% of those in family care did not receive any state financial allowances for care. As concerns health care, 72% of those in care had been registered for check-ups with their general practitioner within the calendar year.
Overall, our sample has comparable socio-demographic parameters to other Czech empirical surveys in the field (20, 24) . The fact that almost all regions and types of settlement are represented in this survey is a strong point in particular. However, data on the entire population of family carers is unfortunately not available.
RESULTS
Reasons for Providing Long-term Family Care
Lay care in the household is provided in various modalities and intensities. Half of the carers indicated that they provide intensive 7 days/24 hours direct care. Approximately one third (32%) reported providing direct care 3-5 times weekly (food preparation and assistance, hygiene, housekeeping, shopping, regular supervision, walks) and a substantially smaller group (18%) reported carrying out supervision and assistance twice weekly or fewer times.
Family care is a long-term activity. Almost one third of the carers reported having provided care for at least 5 years (32%). 25% of carers reported caring for 2 to 5 years and similarly, 24% of the respondents reported a care duration of 1 to 2 years. Beginners in family care were also represented in our sample (19%).
The principal factor persuading these respondents to care for their family members was emotional and moral. Feelings of moral duty and love highly dominated above other motivations (Table 1) . Other circumstances, such as access to services or the involvement of broader family in care, were less significant. The prohibitive cost of social services was only mentioned by 11% of respondents, and only 5% of the respondents mentioned the geographical unavailability or low quality of social services as contributing factor to their decision to care for their relative themselves. A small number of respondents (7%) compensated their own unemployment by financial allowances received for family care (Table 1) .
Emotional and moral factors provide fundamental motivation to keep on providing family care; this was noticeably manifested in our sample, with 53% of respondents saying they wanted to continue to provide care "at any cost". Some respondents mentioned that only their own personal disability or sickness could prevent them from caring for their family member (Fig. 1 ). Determination to continue with family care was significantly higher among residents in the countryside and towns, and decreased in the larger cities and in Prague (Spearman ρ, p ≤ 0.01), although it remained high (mean value among Prague carers = 3.4 on a Likert scale of 1-7).
Only a small portion of our respondents (between 12-15%) had decided to terminate their family care and place the dependent person in a health and social care institution. This decision was most commonly taken as a result of decreasing health condition of the care recipient, a perceived lack of skills in specialized health and social care of the family caregiver, and the caregiver's own poor state of health and exhaustion. Financial reasons and the need for the caregiver to maintain a full time job and earnings were lesser reasons for taking this decision. Other reasons, including low social prestige, lack of respect, time demands, social isolation, and inconvenient housing conditions were also reported, though substantially less frequently.
Family carers often mentioned physical and mental exhaustion as a limiting condition. Almost all of our respondents reported they felt exhausted (94%), although this exhaustion varied from mild to severe (Fig. 2) . The feeling of exhaustion did not correlate with the age or gender of either the carers or the care recipients. No correlation was found, either, between the carer's exhaustion levels and their on-going economic activity.
The carer's level of determination to sustain family care in the future or terminate it was not affected by the age or gender of the carers or persons in care ( Table 2 ). Our assumption that economically active carers would be more prone to terminate family care was not proven. However, as we have already mentioned, carers in Prague were more prone to end their practice of family care, compared to carers in the countryside and smaller towns. With the exception of location, other objective determinants including work, gender, age, and duration of care were not significant in respect to this decision. Instead, determination to continue with family care was found to be strongly correlated with the carer's subjective perception of the burden and of his/her physical and/or mental exhaustion. Importantly, this correlation was only found to be valid for principal carers. Furthermore, the respondents' determination to continue to care for their relatives was found to be significantly, though inconsistently, affected by the degree of dependency of the person in care, and their respective financial allowances from the social services; it is only weakly and in-
Multiple response (N = 294) %
He/she is the closest person to me, I love him/her, it is a "must" 51.0
We are a big family, we divide the tasks and as such it is the best solution for us 12.6
Paid social services are too expensive for us 11.2
We use various services like home care nurses, "babysitters", home help assistants, day centres, respite centres, etc., so the care is not a burden for us 11.2 I am unemployed, my relative's financial allowances for care make up my "salary" and my informal care work will contribute to my pension 6.8
Social services are not available here or are low quality 3.7
Another reason 3.4 Fig. 1 . The continuation of care as viewed by carers (percentage).
Fig. 2. Perceived exhaustion resulting from care (percentage).
Determination to continue with family care*
One-Way ANOVA or two-samplet-test; Kruskal-Wallis test
How exhausted do you feel in relation to the care you have been providing to your family member?**
Group (N) Mean (SD) T (F); χ 2 Group (N) Mean (SD) T (F); χ 2
Caring responsibility versely influenced by the duration of care in years -"the longer they care the more they wish to continue" -although the feeling of exhaustion is markedly affected by the duration of care, with noticeable borderline between those who had cared for less than 5 years and those who had been caring for longer time. Despite an existing correlation between these feelings of exhaustion and the carer's determination to continue with care, we identified high levels of determination to sustain care even among those who felt exhausted and had been caring for longer than 5 years, especially among those living in the countryside. 
Sources of Support to Family Carers
As part of the questionnaire, the family carers were asked to assess a list of 10 possible sources of support which could help them to prolong their family care. Of these, greater involvement of medical doctors ranked the highest in their responses (Fig. 3) . According to the respondents, the medical care their relatives receive is good but primary care medics should take a more active part in a future model of integrated community based health and social care in terms of home visits, and some coordination of services and counselling. Similarly, better access to information on social services and social benefits and the provision of free nursing care at home were reported as desired resources. Overall, the respondents considered all the possible sources of support to be desirable from the perspective of long-term family care (the mean value was above 4, which corresponded to the response category "rather important").
Subsequently, the respondents were asked to indicate which factors would help them to continue providing family care; once again, all the factors presented were considered important, however opportunities for short-term and intensive relaxation and release from care ranked the highest (Fig. 4 ). Involving other family members was considered less important. Similarly, carers did not feel that they need new skills to care. We interpreted this as indicating that they were not aware of the potential improvement of their care with the acquisition of new skills, or that their need was already met in the courses on home help and family care.
Social activities with friends and active work were obviously less relevant as a source of support. It can be explained by the high proportion of pensioners and older carers in our sample. The least important factor in helping carers continue to care was voluntary help and neighbourly assistance.
A further section of our study was dedicated to addressing the hypothetical (or, for some, real) situation in which the respondents as carers could no longer continue caring for their relative. The diversity of the responses in this part of the questionnaire was high, but three trends emerge: institutional care, with or without the active participation of the family carer; extension of the informal caring team to support continued care at home; and home alterations and the installation of specific equipment in household to make long-term home care possible (Table 3) .
Socially, our respondents demonstrated a keen interest in participating in self-help associations, in community social events and in social counselling at home; this interest varied regionally, and was highest in Prague (Table 4 ). Only a small proportion of carers (14%) reported being in contact with self-help groups at the time of the questionnaire, but 61% expressed an interest in participating in such groups in the future (no availability in their area or the carer's lack of free time were the limiting factors). Just under a quarter (22%) of respondents stated they did not want to be involved with self-help associations. 28% had participated with their relative in a social activity or event within the past year, such as memory training reminiscence sessions, physical
Multiple response (N = 273) %
Place the family member into a good residential home and participate in their care together with the staff there 23.1
Involve additional helpers, e.g. neighbours, volunteers, nurses, home assistants 20.9
Make ergonomic and layout modifications at home to make care easier 19.8
Place the family member into a residential home which will be responsible for their overall care 15.8
Move into a new home with easier access and make maximum use of care services at home 9.2
Use day centres for daily care 6.2
Hand over the responsibility for the care to another family member 3.7
Something else 1.5 exercise, theatre performances, or other cultural events, although the regional variations were once again significant here. The main reason given for non-attendance at such events was the care recipient's bad physical health; in most cases, the carers did not report a lack of opportunities in this field, nor a lack of time or transport.
DISCUSSION AND CONCLUSION
Our survey has confirmed that family care is not gender equal in practice. Family carers who responded to our survey were mainly middle-aged women, usually daughters caring for a parent; the male carers who responded were largely the spouses. Approximately 50% of these carers were economically active, juggling a job and their care duties. Most respondents had longterm experience with family care. The key factors motivating them to care for their relative were emotional and moral -feelings of love, responsibility and duty were dominant. This corresponds with Graham's theory of a "labour of love" (25) , where caring includes not only physical work, but also the primary carer's interest in and emotional relation with the loved-one he/she cares for. This "labour of love" is closely connected to human existence and human basic needs (17) . According to our respondents, social services are available across the country, but are often too expensive or inflexible to individual needs (no availability in weekends, nights, etc.). It is recommendable to address the issue of exhaustion and tiredness of the family caregivers soon to sustain the family care in the long-term. Though, the feeling of exhaustion per se did not correlate with determination to continue care since even the most exhausted carers expressed a desire to keep up their family care. The decision to terminate family care was most commonly motivated by the deteriorating health of the individuals in care and their need for highly qualified and permanent nursing care.
Our respondents did not recognize volunteers and neighbours as an important source of care support. This may be due to the respondents' lack of experience with volunteers and neighbours helping in their private homes. Involving such helpers on the basis of neighbourhood could better meet the carers' needs for short-term release from their duties, enabling them to relax, which cannot always be easily provided by professional or paid services. On the other hand, the respondents manifested a strong interest in activities organized by the community, in particular activities which carers can attend together with the care recipients. Home social counselling is another desired and possibly efficient tool of the integrated social and health care system in community. The role of the community social worker, who would visit older adults living in community to actively identify their needs and
Yes (%)
I attend self-help activities and groups 13.5 (28.6 in Prague) I would consider attending self-help activities and groups if there were any, but there are none in my area or I do not have time enough 61.0 I have attended a social activity together with the care recipient this year 28.1 I would consider attending social activities together with the care recipient 55.5 I would appreciate home visits from a social worker, to provide help, advice and support 70.0 Table 4 . Self-help and other social or community activities coordinate community health and social services for the aged population was demanded by our respondents. A remarkably high percentage of the carers who participated in our study were heavily determined to continue to care for their relative, at any cost. The strength of the moral commitment indicates that the family or personal decision is fundamental for the family care. This determination to continue with care is stronger among those living in the countryside and weaker among those living in cities. Living conditions in the cities (generally smaller flats) are one of the limitations behind, as well as a different structure of work/life opportunities and ambitions. Carers in Prague have specific needs and live in different conditions, hence combining family care and economic activity is less common in the capital city. Furthermore, in the bigger cities, residents tend to be more highly qualified, earn more, work more intensively, and are therefore not adequately "compensated" when becoming a family carer (26) .
Our findings are similar to those of other Czech and international surveys and confirm that there is a growing demand for innovations in social service provision in the Czech Republic, which would support at-home family care through the greater involvement of medical doctors, increased provision of community activities and services, as a part of an integrated community based system of health and social care.
